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To  All  Interested  Parties: 


1  am  pleased  to  present  this  report  titled  Facing  the  Waiting  List  Challenge: 
Responding  to  the  Needs  of  Individuals  and  Families.  On  behalf  of  Governor  William  Weld, 
EOHHS  Secretary  Joseph  Gallant,  and  myself,  we  view  this  document  as  part  of  a  continuing 
commitment  to  individuals  and  families.  This  Administration  has  consistently  demonstrated  a 
commitment  to  families  through  re-directing  resources  to  families,  implementing  management 
reform  efforts,  responding  to  the  unmet  needs  of  families  through  funding  from  facility 
consolidation,  supporting  new  funding  for  turning  22  and  the  elder  unserved,  and  promoting 
family  driven  initiatives. 

The  waiting  list  issue  is  a  problem  of  nationwide  scope  and  magnitude.  Findings  show 
that  virtually  every  state  struggles  to  address  the  unmet  needs  of  those  on  waiting  lists.  Here  in 
Massachusetts,  the  Governor's  Commission  on  Mental  Retardation  has  identified  the  waiting  list 
issue  as  a  major  priority.  This  concern  is  echoed  by  the  DMR  Advisory  Boards  at  all  levels. 
Further,  the  Chairmen  of  both  the  House  and  Senate  Ways  and  Means  Committees  have 
acknowledged  the  seriousness  of  this  issue  and  have  looked  forward  to  DMR  providing  them 
with  this  analysis  and  plan.  In  its  efforts  to  respond  to  the  waiting  list,  the  Administration  enjoys 
the  support  of  the  Governor's  Commission,  as  well  as  a  coalition  of  families,  advocates,  citizen 
boards,  and  providers.  This  is  truly  a  collaborative  endeavor. 

With  this  report,  the  Administration  takes  a  pivotal  role  in  leading  and  driving  the 
national  debate  on  this  issue.  This  document  represents  a  unique  opportunity  for  the 
Commonwealth  to  re-engineer  public  policy  in  responding  to  individuals  and  families  in  need. 


The  waiting  list  problem  demands  a  thoughtful  and  multi-faceted  strategy, 
document  represents  the  Administration's  action  plan  for  addressing  the  waiting  list. 

Sincerely, 


This 


Philip  Campbell 
Commissioner 


PC/rs 
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Executive  Summary 


The  waiting  list  for  services  is  the  most  persistent  public  policy  issue  facing  the 
Department  of  Mental  Retardation.  Currently,  there  are  over  3,000  individuals  waiting  for 
residential  and/or  day  services  in  Massachusetts;  however,  the  human  side  of  this  waiting  list  is 
far  more  compelling  than  any  statistics  can  convey.  Aging  individuals  live  with  elder 
caregivers.  Young  individuals  remain  at  home  after  leaving  special  education.  Families  are  in 
crisis  because  they  do  not  have  the  means  or  the  natural  supports  needed  to  care  for  their  sons, 
daughters,  sisters,  and  brothers.  Given  the  fact  that  mental  retardation  is  a  life-long  disability, 
families  are  seeking  services  that  would  create  a  secure  future  for  their  loved  ones.  Parents  who 
have  cared  for  their  children  since  birth  have  dedicated  their  own  lives  in  order  to  enrich  their 
children's  lives.  They  have  added  their  names  to  the  DMR  waiting  list,  but  their  futures  remain 
highly  uncertain. 

DMR  has  joined  the  Governor's  Commission  on  Mental  Retardation  in  a  renewed 
commitment  to  address  the  waiting  list  issue.  A  coalition  has  been  formed  consisting  of 
advocates,  citizen  boards,  families,  and  service  providers.  The  coalition  is  committed  to  raising 
awareness  and  mobilizing  efforts  statewide.  Through  this  coalition,  the  agenda  will  focus  on 
coordinated  and  concerted  efforts  to  reduce  the  DMR  waiting  list. 

The  waiting  list  continues  to  grow  as  more  individuals  and  families  have  limited  or  no 
access  to  community-based  services.  DMR  estimates  that  the  waiting  list  will  increase  at  the 
average  annual  rate  of  13%.  The  most  compelling  need  is  for  residential  services,  of  which 
86%  of  the  current  waiting  list  are  in  need.  The  most  significant  trend  is  in  the  increased 
numbers  of  individuals  turning  22  and  individuals  with  caregivers  60  years  of  age  or  older. 

Managing  the  waiting  list  is  a  day-to-day  struggle  taken  on  by  each  Area  and  Regional 
office.  Steps  are  taken  routinely  to  respond  to  those  on  the  waiting  list.  Areas  and  Regions 
work  with  loving,  caring  parents  and  family  members  to  find  new  ways  to  assist  them.  Without 
these  efforts  the  waiting  list  would  increase  even  more  dramatically. 

Regions  and  Areas  face  the  challenge  of  how  to  get  the  absolute  most  out  of  their 
existing  "base"  resources.  Without  large  infusions  of  new  funding  into  the  system,  Regions  and 
Areas  are  constantly  rethinking,  reorganizing,  and  creating  new  solutions  to  free-up  resources. 
Frequently,  families  become  overburdened  and  a  poor  living  situation  escalates  into  a  crisis. 
Regions  and  Areas  must  take  action  to  assist  the  individual  and  family,  defuse  the  crisis,  and 
stabilize  the  situation.  While  such  manipulation  of  base  resources  is  challenging,  it  has  shown 
results.  Between  July  -  December  1995,  there  were  279  individuals  provided  with  services  and 
removed  from  the  waiting  list.  Further,  during  this  same  time  period,  another  260  individuals 
never  even  made  it  to  the  waiting  list  as  their  needs  demanded  immediate  response. 

DMR  uses  an  array  of  strategies  to  address  the  waiting  list.  Resources  from  facility 
consolidation  initiatives  are  earmarked  specifically  for  community-based  services  to  people  on 
waiting  lists.  Community  resources  and  Medicaid-funded  resources  available  to  the  general 
public  are  utilized  for  individuals  on  waiting  lists.  These  resources  include:  home  health  aides, 
personal  care  assistance,  managed  care  programs  at  local  hospitals,  day  habilitation,  adult  foster 
care,  meals  on  wheels,  and  food  "share"  programs,  among  others. 
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During  the  last  few  years,  DMR  has  moved  aggressively  to  use  proactive  strategies  for 
working  with  families.  This  effort  is  supported  through  an  interagency  agreement  with  the 
Department  of  Education  to  fund  the  "Residential/Education  Project."  By  working  closely  with 
families  to  identify  the  stresses  present  in  caring  for  an  individual  with  a  disability,  and  then 
providing  sufficient  in-home  supports  to  address  these  concerns,  the  family  may  find  the  home 
situation  improved  to  the  point  that  they  do  not  seek  more  costly  out-of-home  residential 
services.  For  those  families  who  had  previously  sought  and  received  out-of-home  placements, 
the  subsequent  offering  of  intensive  in-home  supports  as  an  alternative  has  allowed  several 
individuals  to  return  to  their  home  communities  from  more  restrictive  and  costly  residential 
placements.  Proactive,  in-home  supports  allow  DMR  resources  that  would  otherwise  be  spent 
on  these  expensive  residential  placements  to  be  allocated  to  other  individuals  on  the  waiting  list. 

Despite  DMR's  constant  efforts  to  reorganize  resources  and  employ  new  strategies  to 
address  the  waiting  list,  these  efforts  do  not  prevent  the  numbers  from  growing.  Clearly, 
multiple  strategies  are  necessary.  An  influx  of  sustained  resources  targeted  to  the  waiting  list  is 
necessary  to  respond  to  the  urgent  needs  of  families  today.  In  order  to  respond  to  the  challenges 
posed  by  the  waiting  list,  DMR  plans  to  target  $  10m  in  funding  each  year  for  three  years  ($30m 
total).  This  will  be  accomplished  through  a  variety  of  financing  strategies.  DMR  projects  that 
it  could  serve  an  additional  966  individuals  by  the  end  of  the  three  years.  The  majority  of  these 
individuals  (80%)  would  receive  much-needed  residential  services. 

This  report  describes  the  financing  strategies  that  will  be  used  to  accomplish  this  three 
year  plan,  including:  re-directing  facility  resources  as  consolidation  continues;  expanding 
overall  revenue  by  pressing  for  revision  of  federal  law  to  allow  non-deinstitutionalized 
individuals  receiving  sheltered  and  supported  work  to  be  included  in  the  federal  waiver; 
ensuring  that  funding  for  Turning  22  and  Family  Support  continues  at  least  at  current  levels 
while  seeking  an  additional  appropriation  that  is  targeted  to  those  currently  on  the  waiting  list; 
utilizing  a  capital  bonding  "lease  back"  strategy;  creating  a  "facility  placement  reserve"  by 
using  a  percentage  of  revenue  from  the  federal  waiver  to  accelerate  placements;  applying  50% 
of  excess  revenue  to  address  the  waiting  list. 

In  addition,  DMR  will  pursue  a  longer  term  plan  to  eliminate  the  entire  waiting  list  as 
well  as  reduce  the  numbers  added  to  the  list  each  year.  Strategies  to  accomplish  this  will 
include:  breaking  the  funding  formula  by  expanding  T.22  funding  in  order  to  close  the  "front 
door"  to  entry  on  the  waiting  list;  reconceptualizing  the  transition  from  c.766  to  adult  services 
by  promoting  earlier  transition  planning  and  working  with  individuals  in  middle  school,  junior 
high,  and  high  school;  continuing  the  successful  investment  in  family  supports. 

The  Department,  in  conjunction  with  the  Governor's  Commission  on  Mental 
Retardation,  will  convene  a  series  of  public  hearings.  These  hearings  will  be  used  to  solicit 
feedback  on  the  3-year  plan  for  new  resources  and  on  the  long  range  plan  to  eliminate  the 
waiting  list.  DMR  will  work  with  families,  advocates,  citizen  boards,  and  communities  to 
ensure  wide  representation  and  broad-based  feedback  at  the  hearings.  Overall,  this  initiative 
will  be  coordinated  with  the  FY  98  budget  cycle. 
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I.  Introduction 

The  human  side  of  the  DMR  waiting  list  is  far  more  compelling  than  any  statistics  can 
convey.  Aging  individuals  live  with  elder  caregivers.  Young  individuals  remain  at  home  after 
leaving  special  education.  Families  are  in  crisis  because  they  do  not  have  the  means  or  the 
natural  supports  needed  to  care  for  their  sons,  daughters,  sisters,  and  brothers.  Parents  who 
have  cared  for  their  children  since  birth  have  dedicated  their  own  lives  in  order  to  enrich  their 
children's  lives.  They  have  added  their  names  to  the  DMR  waiting  list,  but  their  futures  remain 
highly  uncertain. 

The  waiting  list  is  the  most  persistent  public  policy  issue  facing  the  Massachusetts 
Department  of  Mental  Retardation  today.  The  number  of  individuals  and  their  families  who 
have  limited  or  no  access  to  community-based  services  continues  to  grow.  In  Massachusetts 
there  are  currently  over  3,000  individuals  waiting  for  day,  residential,  or  both  day  and 
residential  services.  Each  of  the  individuals  waiting  for  services  represents  a  unique  and 
compelling  situation. 

The  Problem 

The  waiting  list  has  continued  to  grow  over  the  past  several  years.  For  example,  there 
were  1,769  unserved  individuals  waiting  for  services  in  FY  92.  This  number  has  grown  by 
more  than  200  each  year.  The  largest  number  of  individuals  on  the  waiting  list  are  waiting  for 
residential  services.  Currently,  there  are  2,134  individuals  waiting  for  residential  services  and 
420  others  waiting  for  both  residential  and  day  services.  This  contrasts  with  404  individuals 
waiting  only  for  day  services.  Factors  of  cost  and  availability  contribute  to  the  differences  in 
these  numbers. 

Each  year  some  unserved  individuals  do  receive  services  and  move  off  of  the  waiting 
list.  Yet,  the  waiting  list  still  continues  to  climb.  Two  primary  forces  contribute  to  the  steady 
increase  in  the  waiting  list.  One  is  the  annual  entry  of  individuals  into  the  adult  service  system 
from  special  education  services.  Annually,  approximately  450  young  adults  graduate,  leave 
school  or  "turn  22"  in  Massachusetts,  and  are  eligible  for  services  through  DMR.  New  funding 
for  these  individuals  is  dependent  on  an  annual  appropriation  by  the  Legislature.   In  recent 
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years,  with  the  support  of  the  Legislature,  DMR  has  been  able  to  stretch  the  appropriation  to 
serve  150-160  of  those  with  the  most  critical  needs  each  year.  This  leaves  no  new  resources  for 
another  300  individuals  each  year  who  need  and  deserve  services.  By  continually  examining 
and  creatively  re-organizing  existing  resources,  DMR  has  been  able  to  offer  services  to  some  of 
the  300  each  year.  Nevertheless,  there  are  many  who  do  get  added  to  the  waiting  list  each  year. 
Currently,  1,533  individuals  on  the  waiting  list  (52%)  are  members  of  the  turning  22  group. 

The  other  significant  factor  contributing  to  the  growing  waiting  list  is  the  aging  of 
parents  and  caregivers  who  have  provided  life  long  in-home  care  to  their  sons  and  daughters, 
but  who  are  now  seeking  assistance  primarily  for  residential  services.  At  the  present  time,  there 
are  1,290  individuals  on  the  waiting  list  (43.6%)  whose  primary  caregiver  is  60  years  of  age  or 
older.  Among  these  caregivers,  over  half  are  over  70  years  of  age,  with  almost  200  caregivers 
80  years  or  older.  There  are  1,027  individuals  waiting  for  residential  services,  and  164  waiting 
for  residential  and  day  services.  As  individuals  continue  to  wait  for  services,  individuals  and 
caregivers  age. 

Action  Begins 

DMR  has  recognized  for  some  time  that  the  growing  waiting  list  is  a  serious  problem. 
The  Massachusetts  Governor's  Commission  on  Mental  Retardation,  created  in  1993,  also  has 
targeted  the  waiting  list  as  a  priority  concern.  In  June  1994,  a  public  hearing  was  held  to  focus 
on  the  "crisis  of  the  waiting  list."  In  December  1994,  the  Governor's  Commission  issued  a 
comprehensive  report  titled  Strategies  for  Reducing  the  Waiting  List  for  Services  from  the 
Department  of  Mental  Retardation  in  Massachusetts.  The  report  recommended  the 
development  of  a  multi-year  plan  to  reduce  the  number  of  individuals  on  the  waiting  list  by  a 
significant  amount  within  a  specified  time  period. 

Both  DMR  and  the  Governor's  Commission  recognized  the  seriousness  of  the  waiting 
list  issue  and  a  commitment  was  made  to  focus  efforts  in  this  policy  area.  A  subcommittee  was 
formed  in  mid- 1994  specifically  to  attack  the  waiting  list.  This  subcommittee,  which  includes 
representatives  from  DMR,  the  Governor's  Commission,  Arc  Massachusetts,  Families 
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Organizing  for  Change,  and  Citizen  Advisory  Boards,  meets  every  six  weeks  in  order  to  set  the 
course  and  maintain  the  momentum  to  systematically  reduce  the  waiting  list. 

Energy  Grows 

The  subcommittee  wholeheartedly  supports  the  need  for  a  multi-year  strategy  to 
effectively  reduce  the  waiting  list.  In  addition,  the  group  is  committed  to  raising  awareness  and 
mobilizing  efforts  statewide.  Citizen  boards  across  the  state  already  have  joined  in  this  effort. 
On  October  28,  1995  the  Third  Annual  Citizen  Advisory  Board  Conference  was  held.  More 
than  1 00  board  members  and  DMR  staff  participated  in  this  day  long  event.  The  focus  for  the 
day  was  upon  the  needs  of  those  who  are  not  yet  receiving  needed  services.  Participants 
engaged  in  planning  activities  to  identify  key  strategies  to  address  the  needs  of  those  on  the 
DMR  waiting  list.  In  addition,  participants  identified  strategies  to  bring  back  to  their  local 
citizen  boards  in  order  to  enhance  mobilization  efforts.  Strategies  include  working  with 
legislators  in  local  districts,  building  communication  and  support  networks  with  families,  and 
contributing  toward  the  development  of  new,  creative  supports  to  assist  individuals  and  their 
families. 

The  momentum  for  this  effort  builds  on  an  impressive  base  consisting  of  a  cross  section 
of  individuals,  groups,  and  agencies.  Energy  and  momentum  continue  to  grow.  Efforts  to 
create  a  family-to-family  network  in  order  to  enhance  linkages  and  networks  of  parents 
interested  in  this  issue  have  begun.  Representatives  from  provider  agencies  such  as  the  Mental 
Retardation  Providers  Council  and  the  Massachusetts  Association  of  Rehabilitation  Facilities 
have  joined  in  this  broad-based  coalition.  Through  this  coalition,  the  agenda  for  action  in 
upcoming  fiscal  years  will  focus  on  coordinated  and  concerted  efforts  to  reduce  the  DMR 
unserved  waiting  list. 
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II.  The  DMR  Waiting  List 


In  Massachusetts,  the  Department  of  Mental  Retardation  maintains  a  waiting  list  of 
individuals  eligible  for  and  in  need  of  DMR  services.  This  information  is  contained  in  a 
computerized  data  base  that  has  been  maintained  consistently  since  FY  92.  The  waiting  list 
captures  those  individuals  who  are  waiting  for  residential  and/or  day  services.  Individuals  are 
designated  as  "unserved"  if  their  unmet  need  is  considered  to  exist  currently  or  if  they  will  need 
the  service  within  one  year.  For  purposes  of  this  report,  the  discussion  will  focus  on  this  group 
of  unserved  individuals.  The  remainder  of  the  DMR  waiting  list  consists  of  "underserved" 
individuals  whose  current  residential  and/or  day  services  are  considered  unsatisfactory  or 
incomplete.  Within  these  two  categories,  67%  of  the  waiting  list  is  unserved  individuals  and 
33%  is  underserved. 

Since  the  waiting  list  data  base  was  created  in  FY  92,  the  total  of  unserved  individuals 
on  the  waiting  list  has  increased  by  1,189  individuals  over  these  five  fiscal  years,  representing  a 
67%  increase  over  this  time  period.  Please  note  that  information  on  the  current  fiscal  year  (FY 
96)  is  through  12/95. 


FISCAL  YEAR 

TOTAL  UNSERVED  * 

FY  92 

1769 

FY  93 

1975 

FY  94 

2149 

FY  95 

2861 

FY  96 

2958 

*  The  growth  rate  illustrated  in  this  chart  has  been  kept  in  check  by  a  variety  of  measures,  as  described  in  Section  III 
of  this  document.  Without  these  efforts  and  given  the  influx  of  new  individuals  in  need  of  services,  the  waiting  list 
would  have  grown  by  an  additional  2,500  individuals  over  this  same  time  period. 


The  distribution  of  individuals  needing  residential  and/or  day  services  has  remained 
remarkably  consistent  over  time,  such  that  FY  96  is  representative  of  prior  years.  In  FY  96, 
14%  of  those  on  the  waiting  list  need  a  day  service,  14%  need  both  a  day  and  a  residential 
service,  and  72%  need  a  residential  service.  Consistently  over  time,  the  vast  majority  of 
individuals  in  need  of  services  are  in  need  of  a  residential  service.  The  following  chart  depicts 
the  three  categories  of  service  needs  on  the  waiting  list. 
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Categories  of  Service  Needs 


Fiscal  Year 

FY  92 

FY  93 

FY  94 

FY  95 

FY  96 

Waiting  for 
Residential 
and  Day 

i  1 1 

A 

Zdv 

A  1  1 

4 1 1 

/I  OA 

4ZU 

Waiting  for 
Residential 
Only 

1252 

1422 

1521 

2068 

2134 

Waiting  for 
Day  Only 

316 

342 

378 

382 

404 

Total 

1769 

1975 

2149 

2861 

2958 

Another  look  at  the  waiting  list  reveals  two  characteristics  which  merit  discussion. 
These  are:  1)  the  increasing  numbers  of  unserved  individuals  whose  caregivers  are  60  years  of 
age  or  older;  and  2)  the  influx  of  individuals  turning  22  years  of  age  into  the  adult  mental 
retardation  service  system.  These  two  groups  are  not  mutually  exclusive  as  there  are 
individuals  in  the  turning  22  category  with  elderly  caregivers.  The  overlap  between  these 
groups  is  increasing  because  caregivers  age  as  individuals  in  the  turning  22  group  remain  on  the 
waiting  list.  Among  the  current  2,958  unserved  individuals,  nearly  52%  are  in  the  turning  22 
category  and  44%  have  elderly  caregivers.  Of  special  concern  is  the  fact  that  over  half  of  the 
elderly  caregivers  are  70  years  or  older,  with  some  caregivers  who  are  96,  97,  and  98  years  old. 

This  trend  has  been  evolving  over  time.  There  have  been  gradual,  steady  increases  in 
the  numbers  of  individuals  turning  22  years  of  age  and  in  those  who  are  60  years  old  or  have 
caregivers  60  years  of  age  or  older.  The  following  chart  illustrates  this  trend  during  FY  92  -  FY 
96  for  the  turning  22  population.  During  this  period  of  time,  the  number  of  turning  22 
individuals  has  edged  over  the  50%  mark,  comprising  nearly  52%  of  the  unserved  waiting  list  in 
FY  96.  For  many  families  there  is  an  abrupt  loss  of  services  after  years  of  receiving  mandated 
special  education  services  under  Chapter  766.  These  families  argue  that  government  has  made 
a  significant  investment  in  these  individuals  through  22  years  of  entitled  services,  and  that 
continued  services  are  critical  to  the  fulfillment  of  that  investment  in  adulthood. 
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Unserved  Individuals  on  Turning  22  Waiting  Lists 


Fiscal  Year 

FY  92 

FY  93 

FY  94 

FY  95 

FY  96 

Turning  22 

827 

963 

1074 

1431 

1533 

%  Of 
Unserved 

46.7% 

48.7% 

49.9% 

50% 

51.8% 

The  following  chart  depicts  similar  information  for  individuals  whose  caregivers  are  60 
years  of  age  or  older. 


Unserved  Individuals  With  Elder  Caregivers 


Fiscal  Year 

FY  92 

FY  93 

FY  94 

FY  95 

FY  96 

Caregivers 
60  +  Years 

680 

766 

834 

1255 

1290 

%  Of 
Unserved 

38% 

38.7% 

38.8% 

43.8% 

43.6% 

These  two  characteristics  are  important  features  of  the  DMR  waiting  list.  In  FY  92, 
46.7%  of  the  waiting  list  was  made  up  of  individuals  on  turning  22  waiting  lists.  In  FY  96,  this 
percentage  has  climbed  to  51.8%.  The  upward  trend  is  supported  by  the  fact  that  each  year 
there  is  an  influx  of  approximately  450  new  individuals  into  the  adult  system.  Of  these,  with 
projected  turning  22  resources,  DMR  will  serve  150  individuals.  Without  additional  turning  22 
funding,  the  remaining  300  individuals  are  potential  candidates  for  the  waiting  list.  Some  of 
these  individuals  are  served  through  base  resources  or  alternative  support  options  and, 
fortunately,  never  make  it  to  the  waiting  list.  The  percentage  of  individuals  with  caregivers 
over  60  is  growing  also.  In  FY  92,  38%  of  individuals  on  the  waiting  list  had  caregivers  over 
60.  By  FY  96,  this  percentage  had  increased  to  43.6%. 

The  dominant  need  among  the  turning  22  and  the  elder  caregivers  is  for  residential 
services.  Just  over  72%  need  residential  services,  14%  need  residential  and  day  services,  and 
just  over  14%  need  day  services  only.  The  number  of  turning  22  and  elder  caregivers  in  each  of 
these  categories  (residential  and  day,  residential  only,  day  only)  has  increased  over  the  past  five 
fiscal  years,  consistent  with  overall  increases  in  the  unserved  waiting  list.  This  is  certain  to 
continue  as  these  two  age  factors  continue  to  dominate  the  waiting  list. 
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In  summary,  the  following  characterize  the  unserved  waiting  list: 

♦  There  has  been  a  67%  increase  in  the  unserved  waiting  list  over  the  past  5  fiscal 
years. 

♦  The  waiting  list  is  expected  to  increase  at  the  average  annual  rate  of  approximately 
13%. 

♦  The  most  compelling  need  is  for  residential  services,  of  which  86%  of  the  current 
waiting  list  are  in  need. 

♦  The  most  significant  trend  is  in  the  increased  numbers  of  individuals  on  turning  22 
waiting  lists  and  individuals  with  caregivers  60  years  or  older. 

III.  Efforts  To  Reduce  the  Waiting  List 

Implicit  in  this  discussion  of  the  waiting  list  is  the  fact  that  steps  are  taken  each  day  in 
each  Regional  office  and  in  each  Area  office  to  keep  the  waiting  list  in  check.  Without  these 
actions,  the  waiting  list  numbers  would  increase  far  more  dramatically  than  the  annual  average 
13%  increase.  Because  of  the  relentless  increases  in  the  waiting  list  over  the  past  five  years, 
these  actions  are  obscured.  Nevertheless,  such  efforts  play  a  vital  role  in  the  overall 
management  of  the  waiting  list. 

Goal  Setting 

Each  year,  DMR  sets  management  goals  and  creates  a  Management  Plan  for  every 
Region.  This  plan  outlines  the  key  priorities  that  Regions  and  Areas  will  focus  on  in  the  coming 
year.  Specific  goals  and  accompanying  target  numbers  are  identified.  While  the  goals  are 
standardized  across  all  Regions,  the  target  numbers  vary  from  Region  to  Region.  The  Plan 
focuses  on  several  different  areas,  but  for  purposes  of  this  discussion,  four  areas  are  relevant: 
increasing  integrated  and  supported  employment  opportunities;  reconfiguring  residential 
services  to  more  effectively  individualize  community  living  situations;  creating  more  flexible 
family  supports;  and  using  facility  consolidation  initiatives/resources  to  provide  community 
placements  to  facility  residents  and  to  individuals  on  waiting  lists. 
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This  Plan  provides  the  framework  for  action  taken  by  the  Regions  and  Areas  to  reduce 
their  waiting  lists.  For  example,  in  FY  95,  integrated  employment  and  employer-paid  supported 
employment  opportunities  were  provided  to  237  new  individuals,  exceeding  the  statewide  target 
by  over  20%.  Also  in  FY  95,  more  flexible  family  supports  were  created  for  1,634  individuals 
and  their  families,  representing  a  53%  increase  over  the  target  numbers.  In  FY  96,  the  Plan 
continued  to  set  ambitious  goals  for  the  Regions  and  Areas. 

Reorganization  of  Base  Resources 

Regions  and  Areas  face  the  daily  challenge  of  how  to  get  the  absolute  most  out  of  their 
existing  "base"  resources.  Regions  and  Areas  are  constantly  rethinking,  reorganizing,  and 
creating  new  solutions  to  free-up  resources.  The  solutions  are  often  complex,  involving  many 
steps  to  locate  resources  for  a  single  individual. 

An  example  which  illustrates  the  degree  of  effort  on  the  part  of  Regions  and  Areas 
occurred  in  the  northeast  part  of  the  state  in  the  spring  of  1995.  The  event  which  triggered  a 
series  of  steps  occurred  when  Barbara  B.  moved  out  of  her  two  person  apartment  in  Lynn  to  a 
more  independent  living  situation  in  Saugus.  This  vacancy  created  the  opportunity  for  Sarah  T. 
to  move  from  a  24-hour  staffed  setting  into  Barbara's  old  apartment.  Sarah  T.  had  become 
homeless  in  the  winter  of  1994  and  had  moved  to  Gloucester  at  that  time.  She  had  lived  in 
Lynn  all  her  life  and  was  having  an  extremely  difficult  time  adjusting  to  Gloucester.  The 
apartment  in  Lynn  was  ideal  for  her  and  she  moved  in  later  that  spring.  In  addition,  Sarah's 
apartment  in  Gloucester  became  available  for  a  family  who  had  been  requesting  services  in  that 
locale.  Through  this  example,  with  no  additional  resources,  one  unserved  individual  received 
needed  residential  services  while  two  others  moved  to  living  situations  that  were  more  suitable 
and  preferable  for  them. 

This  is  just  one  example  of  how  base  resources  can  be  used  for  one  or  many. 
Frequently,  families  become  overburdened  and  a  problematic  living  situation  escalates  into  a 
crisis.  Regions  and  Areas  must  find  ways  to  respond  to  such  a  crisis.  They  realign  their  base 
resources  to  fund  new  living  arrangements;  they  increase  family  support  hours;  they  provide 
respite  care;  they  create  a  work/day  program  opportunity.  The  goal  of  these  efforts  is  to  assist 
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the  individual  and  family,  defuse  the  crisis,  and  stabilize  the  situation.  Unfortunately,  planning 
under  pressure  does  not  always  result  in  the  best  solution.  Ideally,  as  an  alternative  to  "fire 
fighting,"  DMR  would  prefer  to  utilize  proactive  strategies,  as  described  later  in  this  section. 

In  late  1995,  DMR  surveyed  the  Regions  and  Areas  to  determine  how  many  individuals 
were  provided  with  services  and  therefore  were  removed  from  the  waiting  list  during  the  first 
six  months  of  FY  96  (July  1,  1995  -  December  31,  1995).  The  results  show  that  during  this  six 
month  period,  279  individuals  were  provided  with  services  and  were  removed  from  the  waiting 
list.  The  largest  number  of  individuals  (169)  were  removed  from  the  list  of  those  waiting  for 
day  services,  followed  by  people  coming  off  the  residential  waiting  list  (85),  and  the  residential 
and  day  list  (25).  Factors  involved  in  removing  these  279  people  from  the  waiting  list  include: 
realignment  of  base  resources,  new  funding,  consolidation/facility  placements,  vacancies, 
alternative  in-home  supports,  utilization  of  community  resources  and  natural  supports,  Medicaid 
services,  and  combinations  of  these  factors. 

In  addition,  this  survey  revealed  information  on  individuals  who  received  services,  but 
who  were  never  included  on  the  waiting  list.  They  were  never  added  to  the  list  due  to  the  nature 
of  their  needs  upon  intake  (e.g.,  emergency  situations),  or  because  they  were  planned  for  in 
some  way  that  did  not  include  the  waiting  list  (e.g.,  some  turning  22/c.688  individuals).  In  the 
first  six  months  of  FY  96  (July  1,  1995  -  December  31,  1995),  260  individuals  met  this  criteria. 
Most  of  these  individuals  are  now  receiving  day  services  (110),  followed  by  those  receiving 
residential  and  day  services  (103),  and  those  receiving  residential  services  (47).  If  these  260 
individuals  were  not  provided  with  needed  services,  they  would  have  been  added  to  the  swelling 
ranks  of  the  waiting  list.  On  the  other  hand,  responding  to  these  individuals  prevented  DMR 
from  getting  to  those  already  on  the  waiting  list. 

Facility  Consolidation  Initiatives 

The  Department  is  aggressively  pursuing  an  agenda  of  promoting  opportunities  for 
facility  residents  to  move  to  new  community  settings.  In  FY  95,  there  were  128  placements 
from  DMR  facilities.  In  FY  96,  137  individuals  moved  to  community  homes.  Through  these 
placements,  resources  were  also  made  available  in  FY  95  to  provide  services  to  55  people  on 
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unserved  waiting  lists.  In  FY  96,  an  additional  45  people  from  the  unserved  waiting  list 
received  services  through  this  facility  consolidation  funding. 

Over  time,  the  distribution  of  resources  has  shifted  from  the  facilities  to  the  community, 
and  will  continue  to  do  so  with  future  planned  placements.  In  FY  91,  the  resources  for  the 
facilities  and  the  community  were  almost  evenly  split  at  45%  of  the  total  DMR  budget.  In  FY 
95,  the  distribution  of  funding  had  shifted  to  55%  community  and  32%  facilities.  Moving  these 
resources  from  the  facilities  to  the  community  has  provided  Regions  and  Areas  with  a  valuable 
means  to  respond  to  the  well-documented  needs  of  persons  receiving  no  services  at  all. 

Crisis  Situations  Requiring  Protective  Services  Arrangements 

Each  day  Regions  and  Areas  are  faced  with  crisis  situations  that  result  from  complaints 
filed  with  the  Disabled  Persons  Protection  Commission,  from  an  infinite  variety  of 
circumstances  resulting  from  family  crisis  and  from  court  involved  cases.  These  crisis  situations 
involve  individuals  receiving  DMR  services  as  well  as  those  not  previously  served  by  or  even 
known  to  DMR.  Frequently,  protective  services  arrangements  must  be  made  for  the  individuals 
involved.  For  example,  Andrea  is  a  24  year  old  woman  who  was  previously  unknown  to  DMR. 
In  the  summer  of  1995,  a  complaint  against  her  stepfather  was  filed  with  the  Disabled  Persons 
Protection  Commission.  The  complaint  alleged  physical  abuse  of  Andrea  by  her  stepfather, 
with  whom  she  lived.  The  charge  was  substantiated  and  Andrea  was  removed  from  the  home 
and  provided  with  emergency  respite.  Investigators  stated  that  the  stepfather  threatened  he 
would  repeat  the  abuse  if  Andrea  returned  home.  In  response,  the  Area  office  arranged  for 
Andrea  to  move  in  with  a  family  in  what  is  known  as  a  "shared  living"  situation.  The 
arrangement  is  working  out  well  for  all  involved. 

Because  of  the  nature  of  the  circumstances,  the  Department's  response  must  be 
immediate.  Andrea  is  but  one  example  of  over  500  cases  presented  to  Area  offices  in  FY  95. 
Areas  have  done  a  tremendous  job  responding  to  these  crisis  situations:  working  under  pressure, 
balancing  individual  and  family  dynamics,  weighing  issues  of  risk  and  safety,  all  with  little  or 
no  time  to  spare. 
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In  FY  95,  there  were  a  total  of  527  individuals  who  required  protective  services,  at  an 
"unbudgeted"  cost  of  over  $4.9m.  As  shown  below,  the  largest  group  requiring  protective 
services  resulted  from  family  crisis  situations. 


DPPC  Related 

# 

Family  Crisis 
§ 

Forensic  Crisis 
# 

Total 
Individuals  # 

Total  FY  95  Cost 

128 

345 

54 

527 

$4,995,182 

Further,  the  total  annualized  cost  for  FY  96  was  nearly  $7.6m.  This  trend  in  crisis  situations 
requiring  protective  services  has  increased  by  56%  from  FY  94  when  232  individuals  required 
protective  services.  The  cost  of  responding  to  these  cases  has  increased  nearly  30%  since  FY 
94.  The  end  result  of  responding  to  these  crisis  situations  is  that  much  of  the  budgetary 
flexibility  that  may  have  been  available  to  focus  on  the  waiting  list  is  greatly  reduced. 

Resources  for  Elder  Caregivers  and  Families 

In  the  FY  95  DMR  budget,  a  total  allocation  of  $lm  in  expansion  funding  was 
earmarked  specifically  for  unserved  individuals  with  elderly  caregivers.  Also  in  the  FY  95 
budget,  an  allocation  of  $1.2m  in  expansion  funding  was  earmarked  for  family  support  and 
respite  care.  This  expansion  funding  represents  awareness  on  the  part  of  the  Governor  and  the 
Legislature  of  the  increasing  numbers  of  individuals  who  are  in  very  fragile  living  situations 
with  elderly  caregivers.  Through  this  expansion  funding,  219  unserved  individuals  received  an 
array  of  services:  33  unserved  individuals  received  residential  services;  and  186  unserved 
individuals  received  day  services  and/or  individual  supports.  The  family  support/respite  care 
funding  provided  needed  services  to  746  individuals  and  their  families. 

The  strategies  and  solutions  for  using  this  funding  to  solve  individual  and  family 
problems  are  as  unique  as  the  individuals  themselves.  The  benefits  of  this  new  funding  are 
clearly  revealed  through  the  two  brief  profiles  which  follow. 

Elliot  is  a  42  year  old  man  who  was  living  with  his  84  year  old  grandmother  who  is 
terminally  ill.  Although  very  ill,  his  grandmother  wanted  Elliot  with  her  as  much  as  possible. 
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A  family  was  located  and  arrangements  made  to  allow  Elliot  to  spend  part  of  each  week  with 
them.  Recently,  Elliot's  grandmother  suffered  a  stroke  and  had  to  move  into  a  nursing  home. 
Elliot  is  now  living  permanently  in  this  shared  living  situation. 

Andrew  is  a  65  year  old  man  who  has  been  diagnosed  with  congestive  heart  failure.  His 
services  have  been  increased  to  52  hours  per  week  of  individual  in-home  support  due  to  his 
medical  needs  and  physical  decline.  He  had  previously  been  diagnosed  as  having  had  a  heart 
attack.  Due  to  his  concern  over  his  health  and  his  dread  of  being  institutionalized,  it  has  been 
decided  that  he  will  be  best  served  by  continuing  to  live  at  home  with  those  whom  he  knows 
and  trusts.  Without  continuation  of  his  present  level  of  support,  he  will  be  dangerously  "at 
risk." 

Community  Resources:  Sharing  the  Burden/Sharing  the  Opportunity 

Responding  to  the  needs  of  DMR  consumers  -  both  those  receiving  services  and  those 
on  waiting  lists  -  requires  diligence  and  persistence  in  seeking  available  resources.  Staff  in 
DMR  Area  offices  have  become  expert  at  this.  Service  coordinators,  in  particular,  scour  the 
community  to  locate  suitable  services  so  that  they  can  refer  someone  on  their  caseload  or  on  the 
waiting  list  to  a  service  available  in  their  home  community.  With  more  and  more  competition 
for  such  resources  among  needy  individuals  and  families,  service  coordinators  have  become 
adept  at  navigating  the  maze  of  generic  resources.  Examples  of  such  resources  include  home 
health  aide  services,  meals  on  wheels,  managed  health  care  programs  at  local  hospitals,  food 
stamps,  food  "share"  programs,  and  drop-in  centers,  among  others. 

In  addition  to  resources  available  to  the  general  public,  another  source  is  Medicaid- 
funded  services.  These  include  personal  care  assistance  (PCA),  day  habitation,  and  adult  foster 
care.  Another  example  is  the  P.A.S.S.  Program,  the  Plan  for  Achieving  Self-Support  funded  by 
the  Social  Security  Administration.  This  program  serves  as  a  work  incentive  to  individuals  who 
have  disabilities  and  receive  benefits  from  the  Social  Security  Administration.  In  the  Greater 
Boston  Region  26  individuals,  previously  on  the  waiting  list,  were  able  to  be  employed  by 
taking  advantage  of  this  program. 
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The  use  of  all  of  these  community  supports  has  allowed  individuals  to  move  off  of 
waiting  lists  by  being  provided  with  a  combination  of  supports.  For  example,  Peter  recently 
moved  out  of  a  nursing  home  into  an  apartment  with  another  gentleman.  Both  men  use 
wheelchairs.  They  receive  40  hours  a  week  of  staff  support  through  a  provider  agency.  This  is 
supplemented  by  30  hours  of  Medicaid-funded  PCA  support  each  week.  Through  this  use  of 
combined  Medicaid  funding  and  DMR  funding,  these  gentlemen  are  supported  in  their  own 
apartment. 

In  the  area  of  housing,  the  Department  has  begun  a  sweeping  residential  reform 
initiative.  This  initiative  has  taken  shape  over  the  past  24  months  and  proposes  a  policy 
direction  for  the  future  of  DMR  residential  supports.  This  policy  direction  stimulates  a  major 
restructuring  of  how  supports  are  provided  and  how  people  with  mental  retardation  are 
supported  in  their  homes.  Key  components  of  this  new  direction  include  supporting  individuals 
to:  define  the  nature  of  their  home  and  homelife;  sign  their  apartment  lease  or  own  their  home; 
have  adequate  personal  assistance  in  their  home;  choose  and  direct  their  paid  assistance;  receive 
support  to  strengthen  their  relationships  with  chosen  family  and  friends.  This  initiative  has 
many  practical  and  diverse  implications,  such  as: 

♦  DMR  must  take  full  cognizance  of  individual-based  and  family-based  grass  roots 
housing  and  service  initiatives,  no  matter  how  small  they  are. 

♦  Individuals  and  families  need  technical  assistance  if  they  are  to  access  housing  and 
residential  supports. 

♦  DMR  must  be  informed  about  what  individuals  see  as  their  needs  and  priorities,  and  to 
let  these  be  the  basis  for  its  agenda  with  generic  housing  agencies,  other  government 
entities,  lenders,  etc. 

♦  Much  of  what  is  needed  to  meet  people's  needs  could  be  accomplished  through 
informal  networks,  such  as  finding  roommates  or  housemates. 

♦  Much  can  be  done  to  strengthen  the  credibility  and  positive  image  of  individuals  in 
roles  such  as  tenants,  homeowners,  neighbors,  and  landlords. 
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♦    DMR  must  ensure  that  individuals  get  their  fair  share  of  available  resources  such  as 
housing  subsidies. 

DMR  has  been  instrumental  in  convening  and  supporting  a  group  of  citizens  who  are 
interested  in  pursuing  personalized  supports  and  home  ownership  and  control  for  people  with 
mental  retardation  in  Massachusetts.  This  group  is  known  as  the  "Home  of  Your  Own 
Alliance." 

Partnerships  with  families  represent  a  key  source  of  long  term  housing  for  individuals. 
Exploring  such  opportunities  with  families  will  result  in  stable,  long  term  supports  for  their 
family  members.  Further,  such  a  partnership  will  provide  the  family  with  greater  opportunities 
for  accessing  flexible  housing  finance  programs,  should  any  renovations  be  needed  to  the  home. 
The  goal  of  this  endeavor  is  to  use  the  family's  housing  resource  while  arranging  for  long  term 
supports  to  the  individual  in  their  own  home. 

Finally,  in  the  area  of  public  housing,  DMR  has  begun  a  concerted  action  to  maximize 
the  use  of  housing  subsidies.  Such  subsidies  provide  the  individual  with  an  apartment  and  the 
opportunity  to  control  their  home  environment  and  the  supports  that  they  receive. 

Proactive  Strategies 

One  way  to  have  a  positive  impact  on  the  waiting  list  is  to  make  sufficient  in-home 
supports  available  to  families.  By  working  closely  with  families  to  identify  the  stresses  present 
in  caring  for  an  individual  with  a  disability,  and  then  providing  supports  to  address  these 
concerns,  the  family  may  find  the  home  situation  improved  to  the  point  that  they  do  not  seek 
more  costly  out-of-home  residential  services.  In  this  regard,  a  proactive  strategy  for  working 
with  families  is  the  best  strategy. 

For  those  families  who  had  previously  sought  and  received  out-of-home  placements,  the 
subsequent  offering  of  intensive  in-home  supports  as  an  alternative  has  allowed  several 
individuals  to  return  to  their  home  communities  from  more  restrictive  and  costly  residential 
placements. 
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In  FY  95.  information  obtained  through  a  direct  survey  to  service  providers  revealed 
that  8,827  individuals  and  families  received  family  support  and  respite  care. 


#  Individuals  Served  Under 
22  Years  of  Age 

#  Individuals  Served  Over 
22  Years  of  Age 

Total  #  Individuals  Served 

5,037 

3,790 

8,827 

Proactive,  in-home  supports  allow  DMR  resources  that  would  otherwise  be  spent  on 
expensive  residential  placements  to  be  allocated  to  other  individuals  on  the  waiting  list.  It  is 
expected  that  these  strategies  will  create  additional  opportunities  for  individuals  and  families 
which  in  the  long  term  should  result  in  diminishing  demands  on  the  waiting  list. 

In  the  past  18  months,  two  DMR  initiatives  have  increased  the  potential  for  families  to 
access  flexible  preventive  supports.  The  first  is  the  creation  and  widespread  dissemination  of 
the  Department's  Family  Support  Guidelines.  The  Guidelines  were  introduced  to  families  in 
July  1995.  One  of  the  guiding  principles  contained  in  the  DMR  Mission  Statement  speaks  to 
empowering  individuals  and  their  families  to  speak  out  for  themselves,  to  initiate  ideas,  to  have 
choices,  and  to  make  decisions  about  needed  supports.  The  Department's  Family  Support 
Guidelines  help  families,  providers,  and  DMR  staff  identify  ways  in  which  this  guiding 
principle  can  be  realized.  The  Guidelines  provide  direction  on  how  to  contractually  offer 
flexible  supports  that  build  on  the  family's  natural  capacity  to  meet  the  needs  of  family 
members  and  enhance  the  capacity  of  the  community  to  support  people  with  disabilities  and 
their  families  through  generic  resources.  The  Guidelines  steer  families  and  professionals  into 
the  arena  of  "what  do  you  need  now  to  assist  you?"  rather  than  what  "program"  do  you  want  to 
wait  for.  If  families  believe  that  the  supports  meet  their  needs  and  that  the  supports  can  change 
as  the  needs  change,  then  families  are  less  likely  to  seek  more  costly,  traditional  "program" 
alternatives. 

A  recent  example  of  the  success  of  the  Guidelines  involves  a  teenage  girl  with 
significant  behavioral  needs  and  medical  issues  who  requires  assistance  in  all  areas  of  daily 
living.  DMR  and  the  local  school  system  have  collaborated  to  provide  as  much  support  to  the 
family  as  possible  by  arranging  for  PCA  services  and  respite  care.  Despite  these  efforts  to 
support  the  family  with  this  traditional  delivery  of  services,  the  family  has  reached  their  limit 
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and  capacity  to  care  for  their  child  and  is  seeking  a  residential  school  placement.  This  will 
eventually  lead  to  a  request  for  continued  out-of-home  residential  placement  when  the 
individual  reaches  22  years  of  age.  The  cost  for  this  type  of  residential  service  in  this  particular 
area  would  be  $68,000,  given  the  intense  needs  of  the  individual.  As  an  alternative,  proactive 
flexible  family  supports  arranged  by  DMR  developed  an  "Associate  Family  Support  Model." 
This  model  allows  for  "co-parenting"  of  an  individual.  The  young  girl  lives  with  and  spends 
considerable  time  with  a  paid  family  while  continuing  to  spend  as  much  time  as  possible  with 
her  natural  family.  The  individual  remains  in  her  home  community,  in  her  own  school  system, 
in  a  family  setting.  Intensive  behavioral  intervention,  training,  and  medical  case  management 
are  offered  to  both  families.  The  annual  cost  for  this  model  is  $37,000.  If  this  model  continues 
into  adulthood,  at  age  22,  the  savings  is  approximately  $31,000  annually. 

The  second  DMR  initiative  that  has  enhanced  families'  access  to  flexible  preventive 
supports  is  known  as  the  Department  of  Education/DMR  Residential/Education  Project.  For  the 
past  three  years,  the  Department  of  Education  (DOE)  and  DMR  have  had  an  interagency 
agreement  that  facilitated  the  transition  from  school  life  to  more  independent  life  within  the 
community  by  supporting  less  restrictive,  more  cost-effective  residential  options,  special 
education,  and  community-based  supports.  A  funding  mechanism  was  developed  that  enabled 
individuals  from  residential  special  education  schools  to  return  to  more  inclusive  settings  in 
their  home  communities.  In  FY  96,  the  interagency  agreement  was  modified  to  allow  for  the 
provision  of  flexible  family  supports  that  would  enable  students  to  remain  in  their  home 
communities  as  an  alternative  to  initial  residential  school  placements.  It  is  anticipated  that  these 
families  will  benefit  from  flexible  supports  and  seek  a  continuation  of  these  types  of  supports 
when  the  individual  turns  22  years  of  age  rather  than  seek  a  more  costly  out-of-home  residential 
option.  Funds  saved  by  funding  a  less  expensive,  more  inclusive  option  can  be  applied  to  others 
on  the  waiting  list.  Currently,  there  are  55  individuals  taking  advantage  of  this  inter-agency 
initiative  with  the  Department  of  Education. 
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IV.  The  Need  for  a  New  Strategy 


DMR  counts  as  a  major  success  the  fact  that  279  individuals  were  provided  with 
services  and  the  waiting  list  was  reduced  by  this  number  between  July  1  and  December  31,  1995 
without  significant  new  resources.  In  addition,  during  that  time  period,  DMR  was  able  to  serve 
another  260  individuals  who  had  never  been  added  to  the  waiting  list.  On  an  ongoing  basis, 
such  efforts  have  a  significant  and  positive  impact  on  the  lives  of  many  persons  in  need.  These 
gains  are  countered  by  the  number  of  individuals  being  added  to  the  waiting  list.  For  example, 
each  year  300  individuals  eligible  yet  unserved  through  new  turning  22  funding  are  potential 
additions  to  the  ranks  of  those  needing  and  waiting  for  services.  Combined  with  the  aging  of 
caregivers,  DMR  continues  to  lose  ground  against  the  growing  waiting  list.  Despite  DMR's 
constant  efforts  to  re-think  and  re-organize  resources  in  order  to  address  the  waiting  list,  these 
efforts  do  not  prevent  the  numbers  from  growing. 

New  Resources  Will  Make  a  Difference 

In  January  1996,  a  survey  focusing  on  the  unserved  waiting  list  was  sent  to  each  Area. 
Each  Area  was  asked  to  update  the  current  list  of  individuals  waiting  for  residential,  day,  or  day 
and  residential  services.  Area  staff  were  asked  to  project  how  many  individuals  could  be  served 
and  thus  removed  from  the  waiting  list,  given  the  infusion  of  $  10m  in  targeted  funding  each 
year  for  three  years  ($30m  total)  statewide*.  The  plan  assumes  that  this  new  funding  would  be 
used  in  combination  with  the  creative  use  of  all  currently  available  resources.  As  part  of  this 
plan,  each  Area  was  provided  with  a  projected  dollar  amount  that  would  be  made  available. 
The  dollar  amount  was  calculated  based  on  a  "91/9"  funding  formula  giving  91%  of  the  funding 
on  the  basis  of  general  population  and  9%  on  the  basis  of  poverty  level. 

Through  this  plan  to  provide  $10  million  per  year  for  three  years,  the  Areas  projected 
that  they  could  serve  966  individuals  most  in  need  by  the  end  of  the  three  years.  Further 
characteristics  of  this  plan  are: 


*  It  is  important  to  note  that  the  funding  is  targeted  for  people  currently  on  the  unserved  waiting  list.  It 
does  not  take  into  account  potential  future  growth  as  a  result  of  the  annual  influx  of  individuals  turning  22 
and  the  aging  of  individuals/caregivers. 
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♦  Individuals  to  be  served  include:  162  (17%)  for  day  and  residential  services,  606  (63%) 
for  residential  services,  and  198  (20%)  for  day  services. 

♦  768  individuals  (80%)  are  slated  to  receive  residential  services. 

♦  Average  cost  per  person  would  be  $3 1,055. 


Detailed  breakdowns  showing  the  number  of  individuals  to  be  served  each  year  by 
Region/Area  and  by  service  category  are  included  in  the  attachments  to  this  document. 


Agenda  for  Action:  Financing  Strategies 


In  order  to  finance  this  $30m  multi-year  initiative,  the  following  strategies  will  be 
pursued: 

♦  Implement  a  5-year  facilities  planning  initiative  to  re-direct  resources  from  facilities  to 
address  the  waiting  list  need  (in  accordance  with  Section  561  of  the  FY  97  budget). 

♦  Expand  overall  current  revenue  by  pressing  for  revision  of  federal  law  to  allow  non- 
deinstitutionalized  individuals  receiving  sheltered  work  and  supported  work  services  to  be 
included  in  the  Home  and  Community  Based  Services  Waiver  (HCBS). 

♦  Ensure  that  funding  for  Turning  22  and  Family  Support  continues  at  least  at  current  rates  in 
order  to  prevent  growth  of  the  waiting  list  (i.e.,  Turning  22  at  $8.5m  and  Family  Support  at 
$3m  in  FY  97)  and  seek  an  additional  appropriation  that  is  targeted  toward  those  currently 
on  the  unserved  waiting  list.  Any  additional  appropriation  would  be  reduced  by  half  as  a 
result  of  federal  revenue  generated. 

♦  Utilize  a  capital  bonding  "lease  back"  strategy  where  capital  bonds  are  issued  to  cover  the 
costs  of  operating  currently  leased  residential  properties,  thus  freeing  up  funding  to  address 
the  waiting  list  need. 

♦  Create  a  "facility  placement  reserve"  by  using  a  percentage  of  revenue  from  the  federal 
waiver  in  order  to  accelerate  facility  placements.  By  accelerating  placements,  targets  will 
be  achieved,  thus  enabling  facility  resources  to  be  redirected  at  a  faster  pace. 

♦  Apply  excess  revenue  generated  by  DMR  to  the  waiting  list  need  as  follows:  if  DMR 
exceeds  its  targeted  revenue  amount,  then  DMR  retains  50%  of  the  excess  amount  for 
addressing  the  waiting  list  need. 
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Through  the  strategies  outlined  above,  the  unserved  waiting  list  will  be  scaled  back  by 
approximately  one-third  of  its  current  size.  While  this  is  significant,  efforts  must  continue  in 
order  to  address  the  entire  waiting  list.  Toward  this  end,  DMR  will  pursue  a  longer  term  plan  to 
eliminate  the  entire  waiting  list  as  well  as  reduce  the  numbers  of  individuals  added  to  the 
waiting  list  each  year.  The  following  financing  strategies  will  be  pursued  as  part  of  this  long 
term  plan: 

♦  Break  the  funding  formula  by  expanding  T.22  funding  in  order  to  close  the  "front  door"  to 
entry  on  the  waiting  list. 

♦  Reconceptualize  the  transition  from  c.766  to  adult  services  by  promoting  earlier  transition 
planning  and  working  with  individuals  in  middle  school,  junior  high,  and  high  school,  and 
by  creating  new  partnerships  with  LEA's. 

♦  Continue  the  successful  investment  in  family  supports. 

♦  Create  new  opportunities  for  families  to  enter  into  partnerships  with  DMR  by  utilizing 
property,  trusts,  and  other  resources  they  may  have  in  order  to  mutually  fund  supports  for 
their  family  members. 

This  report  has  described  the  waiting  list,  presented  the  problems  associated  with  the 
waiting  list,  and  provided  a  context  for  efforts  to  reduce  the  waiting  list.  In  preparation  for  the 
FY  98  budget  cycle,  the  Department  will  solicit  feedback  on  the  proposed  3-year  plan  for 
addressing  the  waiting  list  as  well  as  on  the  longer  term  plan  for  eliminating  the  waiting  list.  A 
series  of  public  hearings  will  be  held  across  the  state.  These  hearings  will  be  convened  jointly 
by  DMR  and  the  Governor's  Commission  on  Mental  Retardation.  DMR  will  work  with 
families,  advocates,  citizen  boards,  and  communities  to  ensure  wide  representation  and  broad- 
based  feedback  at  the  hearings.  Overall,  this  initiative  will  be  coordinated  with  the  FY  98 
budget  cycle. 

 ♦  

The  initiatives  described  in  this  report  represent  optimism  and  opportunity  for 
thousands  of  individuals  and  families  across  the  Commonwealth.  The  combined  efforts  of  the 
Governor,  the  Administration,  the  Legislature,  the  Governor's  Commission  on  Mental 
Retardation,  DMR,  families,  citizen  advisory  boards,  advocates,  and  providers  offer  hope  and 
provide  help  to  these  families  and  individuals.  This  impact  is  captured  in  the  following  remarks 
offered  by  Mrs.  Mary  Browne,  whose  daughter  Barbara  had  lived  at  home  all  of  her  life,  and 
moved  into  her  own  home  in  Tewksbury  in  the  spring  of  1995. 

"Barbara  has  grown  tremendously.  She's  happier,  calmer,  and  relates  to  people  better.  After 
we  visit,  she  is  eager  to  return  to  her  new  home.  For  me,  I've  always  prayed  I'd  be  able  to  see 
her  grow  and  be  independent  of  me,  happily  settled. " 

Mrs.  Mary  Browne 
March  14, 1996 
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ATTACHMENTS 


Action  Plan  For  New  Resources 


$  =  30m 

Total  Served  =  966 


REGION 

SS  Amount 
per  year 

Res  &  Day 

Res  Only 

Day  Only 

TOTAL 

Region  I 

1,407,039 

25 

53 

33 

111 

Region  II 

2,101,908 

37 

214 

38 

289 

Region  III 

2,324,413 

31 

127 

24 

182 

Region  V 

2,388,087 

52 

148 

52 

252 

Region  VI 

1,778,552 

17 

64 

51 

132 

TOTAL 

10,000,000 

162 

606 

198 

966 

Residential  and  Day,  Residential  Only,  Day  Only  $  =  30m 

Total  Served  =  966 


REGION 

$$  AMOUNT 
PER  YEAR 

SERVED  IN 
FY '96 

SERVED  IN 
YEAR  1 

SERVED  IN 
YEAR  2 

SERVED  IN 
YEAR  3 

3  YEAR 
SUMMARY 

1 

1,407,039 

7 

50 

37 

24 

111 

II 

2,101,908 

9 

105 

90 

93 

289 

III 

2,324,413 

22 

78 

54 

50 

182 

V 

2,388,087 

4 

98 

88 

66 

252 

VI 

1,778,552 

11 

48 

35 

38 

132 

TOTAL 

10,000,000 

53 

379 

307 

271 

966 

Action  Plan  For  New  Resources 

S  =  30m 
Total  Served  =  966 


REGION  I 

Funding 

Res  &  Day 

Res  Only 

Day  Only 

TOTAL 

Berkshire 

$230,324 

3 

12 

3 

18 

Franklin/Hamp. 

$315,119 

6 

14 

5 

25 

Holyoke/Chicopee 

$318,548 

8 

7 

11 

26 

Springfield 

$363,038 

8 

14 

7 

29 

Westfield 

$180,010 

0 

6 

7 

13 

TOTAL 

$1,407,039 

25 

53 

33 

111 

REGION  n 

Funding 

Res  &  Day 

Res  Only 

Day  Only 

TOTAL 

North  Central 

$385,321 

6 

19 

1 

26 

South  Valley 

$421,305 

6 

48 

5 

59 

Worcester 

$434,087 

12 

48 

21 

81 

Newton/S.Norfolk 

$471,566 

8 

85 

8 

101 

Middlesex/West 

$389,631 

5 

14 

3 

22 

TOTAL 

$2,101,908 

37 

214 

38 

289 

REGION  m 

Funding 

Res  &  Day 

Res  Only 

Day  Only 

TOTAL 

North  Shore 

$571,262 

9 

31 

6 

46 

C.  Middlesex 

$404,222 

1 

18 

2 

21 

Metro  North 

$472,040 

10 

27 

5 

42 

Lowell 

$386,130 

10 

18 

4 

32 

Merrimack  V. 

$490,761 

1 

33 

7 

41 

TOTAL 

$2,324,413 

31 

127 

24 

182 

REGION  V 

Funding 

Res  &  Day 

Res  Only 

Day  Only 

TOTAL 

Brockton 

$392,863 

10 

22 

3 

35 

Taunton/Attleboro 

$387,645 

8 

16 

14 

38 

Fall  River 

$251,018 

1 

15 

4 

20 

New  Bedford 

$319,776 

5 

29 

18 

50 

Cape  Cod/Islands 

$335,163 

6 

24 

2 

32 

Plymouth 

$230,142 

4 

13 

2 

19 

South  Coastal 

$471,480 

18 

29 

9 

56 

TOTAL 

$2,388,087 

52 

148 

52 

252 

REGION  VI 

Funding 

Res  &  Day 

Res  Only 

Day  Only 

TOTAL 

Harbor 

$555,297 

7 

23 

14 

44 

Dorchester/Fuller 

$294,314 

2 

10 

17 

29 

Charles  River  West 

$479,401 

2 

11 

10 

23 

W.  Boston/Brook. 

$449,540 

6 

20 

10 

36 

TOTAL 

$1,778,552 

17 

64 

51 

132 

GRAND  TOTAL:     $10,000,000       162  606  198  966 


Mission  Statement 

The  Department  of  Mental  Retardation  is  composed  of  people  dedicated  to 
creating,  in  cooperation  with  others,  innovative  and  genuine  opportunities  for 
individuals  with  mental  retardation  to  participate  fully  and  meaningfully  in, 
and  contribute  to,  their  communities  as  valued  members. 

Guiding  Principles 

The  Department  of  Mental  Retardation  shall  conduct  itself  according 
to  the  following  guiding  principles: 

•  promote  the  right  of  people  with  mental  retardation  to  exercise  choice  and  to  make 

meaningful  decisions  in  their  lives; 

•  respect  the  dignity  of  each  individual  through  vigorous  promotion  of  the  human 

and  civil  rights  which,  in  part,  strives  to  keep  people  free  from  abuse  or  neglect; 

•  ensure  that  adequate  services  and  flexible  resources  are  non-intrusive,  cost 

effective  and  provided  by  qualified,  trained  personnel  to  meet  individual  needs 
and  preferences; 

•  empower  individuals  and  their  families  to  speak  out  for  themselves  and  others, 

initiate  ideas,  have  choices  and  make  decisions  about  needed  supports; 

•  recognize  that  ethnic  and  cultural  diversity  of  each  individual  must  be  valued 

and  respected; 

•  enhance  public  awareness  of  the  valuable  roles  persons  with  mental  retardation 

assume  in  society  through  promotion  of  physical  and  social  integration; 

•  support  the  dignity  of  achievement  that  results  from  risk-taking  and  making 

informed  choices; 

•  recognize  that  realizing  one's  potential  takes  courage,  skills,  and  supports; 

•  provide  entry  to  services  through  a  single,  local  and  familiar  community  setting; 

•  operate  according  to  accepted  management  practices; 

•  recognize  that  sendees  providing  meaningful  benefits  to  individuals  require  a 

commitment  to  ongoing  monitoring  and  evolutionary  change. 


Commonwealth  of  Massachusetts 
Department  of  Mental  Retardation 
160  North  Washington  Street 
Boston,  MA  021 14 
(617)  727-5608 


